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Pamela Bisceglia is a single parent who works for an urban school district.  She hopes that her work will lead to systemic change that serves in the interest of children; that somehow her actions will make life a little easier for another parent.  Her hero’s are the generations of parents and indeed adults with disabilities who fought and continue to fight the good fight for the human rights of individuals with disabilities.





Because of the subject matter, Pamela thought it best not to include her child’s name or photograph.








I carefully prepare a list of behaviors I will model or avoid as a parent and the topics I can comfortably discuss: 





I will verbally express my unconditional love for my child.


I will never spank.


I am human and make mistakes -- I can and will apologize to my child when I am at fault. 


We are sexual human beings: I will be prepared to anticipate and answer my child’s questions in relation to his/her physical development, sexuality and I will not use euphemisms when referring to the human anatomy.  





I have opportunities to test pilot my philosophical approach to child rearing on my nephew, Little Man, a child with advanced cognitive, language and motor development.  On occasion, I baby-sit.  I remember the day I come upon that Little Man carefully plucking and attempting to ingest the leaves from the 20 year-old umbrella plant.  I pick him up, speed-dial the Poison Control Center and provide a verbal explanation as to why this is not an acceptable behavior.  Each time Little Man comes to visit, I take a moment to tell him how much I love him. 


 


Baby Girl


 


They remove the painted glass that will cast the image of the birth of this child from the delivery room.  They wish to make room for the team and the equipment that has arrived from the Children’s Hospital for this premature birth.  They drape sheets across my knees so that only the staff is able to witness the shape and size of this being.  Push, push, one more push.  “It’s a girl!"  They cut the umbilical cord and whisk her to a corner of the room to take vital signs, to resuscitate this tiny being.  I hold my breath waiting for her cry, for them to announce that she had taken her first breath.  





When describing Baby Girl, they use terms such as oxygen deprived, stroke, physical anomalies -- I am numb.  I believe that if I am only given the opportunity to take her home, she will be well.  Doctors and specialists invade my life and during the months following her birth.  She is diagnosed as hydrocephalic: complications include a cerebral hemorrhage.  I am angry.  Retardation, developmental disabilities…I deny each prognosis.  I search for a single answer.  A cure, I do not to plan or anticipate.  I approach life one moment, one hour, one day at a time.  


 


I become a proficient nurse, skilled physical and language therapist and according to Baby Girl’s cries I am able to anticipate each need.  As language emerges, I celebrate that "BaaBaaBaa" is the expression for hunger.  She is not a child who particularly thrives or cares for human contact, my gentle touch; rather I must encourage this interaction and sometimes patiently wait for her cues.  "MaMaMaMa" is the cue she will take pleasure when I touch, hug and cuddle; I begin and end day with an expression of love.  With time, I define new hopes or dreams for my child.  I do not contemplate a timeline for any milestone, but rather celebrate the moment that a skill, knowledge emerges.


   


Recognizing Gender





Little Man watches as I change Baby Girl’s diaper; I point out the difference in their genders.  "You have a penis and Baby Girl has a urethra."  When he happens upon me as I prepare to feed Baby Girl, I explain I that I have breasts and Baby Girl takes nourishment from the milk that she suckles from my breasts.  Little Man is cognizant and recites the anatomical differences between the male and female of the species.   





I am diligent when following the recommendations of the professionals who facilitate the intervention services.  As language skills emerge, we teach the concepts of big, little, boy, girl.  Big and little are more concrete concepts and soon Baby Girl is easily able to distinguish big from little.  However, gender is not so easy for her to recognize.  The teachers use pictures of boys and girls while men, women and peers are pointed out as live representations to help establish the concept of gender difference.  At home, I reinforce these lessons pointing out that mommy is a girl, Grandpa is a boy, Grandma is a girl, while uncles, aunts, friends, neighbors all serve as additional models.  Yet, it is difficult to teach or identify one surface attribute that would distinguish the boys from the girls, the men from the women.  Her uncle’s hair flows to the center of his back while her grandmother cuts her hair close to her head.  I decide to start with a feature unique to the adults of the species.   





It is summer and during a family gathering I take Baby Girl into the bathroom and lift my shirt and say, “Women have breasts.  See mommy has breasts, mommy has big breasts.  Men don’t have big breasts."  We walk out of the restroom and I search for my brother, I ask him to lift his shirt, he obliges.  "See, Uncle is a boy, a man.  He doesn’t have big breasts."  Baby girls says, “Mama ig BooBoo, unca lille BooBoo."  Her grandfather happens by, shirtless, pecks sagging and she exclaims, “Mama ig BooBoo, ampa ig BooBoo.”  This formal instruction was inane; she only needed to spend a moment with Little Man for this concept of gender difference to be instilled in her conscious thought process.  


 


In a house with a mom and dad and other male children, Little Man never closed the bathroom door.  My sister’s male children each take pride in their accomplishment to stand and urinate, to stage sword fights, to watch for the hints of green as the yellow urine meshed with tidy bowl blue.  One day while visiting, Baby Girl wanders towards the restroom.  I hear her laughter -- not a silly laugh -- but the laugh that I know to rise deep from within her soul, her laugh of discovery.  “OOK, OOK."  As I walk to the doorway Little Man’s mom yells, “You might try closing the door sometime.”  From the doorway of the bathroom Baby Girl gazes with admiration at her cousin, one year older, the boy child she strives to keep up with.  Baby Girl is not impressed with the palate of colors swirling in the stool but rather mesmerized with Little Man’s anatomy.  He grins, too young to be embarrassed, he thrives on this attention.  With my arrival she points to her discovery and says, "OOK, OOK, funny butt OOK."  She pats her bottom and says, “Big butt” and then points down the front her diaper and says, “Lille butt."  Pointing to his buttocks, she exclaims, “Miah big butt” and pointing to his penis, she says, “Funny butt."  





Yes my Baby Girl, boys and men have funny butts and girls and women have little butts.





Discovery


 


Baby Girl is now Little Girl and she has discovered a “button on her funny butt”; she also notices she has “1, 2, 3 holes…I have mouth hole and one on big butt and one on lille butt…see?”  Little Girl first reveals her discovery to Little Man and the other children playing in a tent in my back yard.  Little Man walks into the kitchen and reports that Little Girl “is in the back yard masturbating.”  Little Man follows me out the door and as I walk to the tent, I can hear that the children are laughing at  (or, I hope, maybe with) Little Girl.  As I appear at the entrance to the tent, a child announces my arrival; voices are hushed and the children older and younger freeze with the recognition they have been caught in the act of encouraging this taboo behavior.  I ask Little Man and Little Girl to go inside and get a plate of cookies; and I also provide them with a list of other items I want them to bring outside to share with their friends.  I take a deep breath and wait a moment before I speak.  





These are the children, the small circle of friends that accept that Little Girl does not play with them, but rather alongside them; they recognize that she is physically different and that she does not understand the world around her in the same way as they do, and yet, they are secure enough with who they are to be able to stick up for her when children outside the circle ridicule her.  I genuinely believe that they enjoy including her in their play.  I want to continue to welcome these children at my home and instead of scolding them, I ask that they help me to help Little Girl learn that there is a place and time for everything.  We agree that we will all try to teach Little Girl that it is not polite to pull your pants down in front of people, or to walk around with your hands down your pants.  We all agree that we will not tell Little Girl it is bad to touch herself, but we will tell her to go inside her house if she wants to do that.  The children respect this request and responsibility. 





Little Girl later reveals her discoveries and provides me with her own unique explanation of her anatomy.  I tell her that there is nothing wrong with touching her funny button, but she can only touch it when she is at home and in her bedroom or bathroom, with the door closed and she shouldn’t show her funny button to anyone but her mom.  I remember reviewing a Life Sciences curriculum that provided simple snapshot and a happy face/frown face picture cue.  For example, the curriculum included a snapshot that shows a woman answering the front door in her bra and panties; this is accompanied with frowning face.  In the next snapshot, she is fully covered with a robe and a happy face is shown next to her.  I develop flash cards with simple stick people; I name the people "Little Girl."  I draw a picture of Little Girl with her hands down her pants in the front yard -- frowning face; Little Girl with her hands down her pants in her bedroom -- happy face.  It takes some time along with frequent picture and verbal reminders for this protocol to become innate; each time she reaches into her pants at the dinner table, in the candy aisle at the grocery store, she is provided the same gentle reminders.


 


Puberty


 


Little Girl is of an age where she is showing prepubescent signs.  I know it is a matter of time before she has her first menstrual cycle.  She is cognitively high enough that it would be inappropriate to have her physician issue medication to eliminate this cycle.  Yet this concept is so abstract and her auditory processing so impacted that a verbal explanation alone is lost on her.  Experience has shown that when it comes to the academic content or any area of learning, Little Girl is a concrete thinker and she must be able to touch it, see it, taste it and smell it in order for it to be real or have meaning.  I need to help her understand the changes in her body; I must present Life Sciences in a way that she will understand.   





I am still at the age when I have a predictable menstrual cycle.  I contemplate the simple words that I will use to provide an explanation to Little Girl the moment my next cycle begins.  I switch from tampons to sanitary napkins.  I have her join me in the bathroom and show her what the blood looks like, but tell her mommy does not have a cut or a booboo and that I am not hurt.  I can show her the sanitary napkins have tape which adheres to my panties.  During the following months when my cycle begins, I invite her into the restroom each time as I change my sanitary napkin and I show her how to wrap and dispose of this waste.  I tell her, “I change the pad every time I go into the bathroom to go potty.”  I buy her a box of sanitary napkins so she can practice taping one to her panties if she wishes and then she’ll know what to do when she starts her period.  She takes the box, but is reluctant to practice.  





Each month I tell her when my cycle begins and ends; she thinks this is funny, but feels privileged that she alone is privy to this information.  Eventually, she opens the box of sanitary napkins and works up the courage to try one on; she walks into the kitchen bull-legged and asks, “Where does the tape thing go?”  I say, “On your panties,” as she waddles back into her bedroom she says, “Oh yeah, I forgot.”  I cringe and offer to help, and she says no, but later comments, "It hurts when you tape it on your funny butt."  





She and I notice that she is beginning to grow pubic hair like mommy.  The hair on her legs and under her arms is heavy.  I briefly contemplate teaching her how to shave with a safety razor, but instead opt to purchase an electric razor for her personal use.  I show her how to shave her legs and underarms.  A week later, she is in her bedroom and I can hear the motor of the electric razor; I am so proud of her!  She invites me in and with great pride shows me that in addition to her legs, she also shaved her pubic hair and forearms.  As her hair grows back she doesn’t like the way her pubic region feels -- it itches; she is convinced it is best to only shave your legs and under your arms. 





Little Girls’ first menstrual cycle starts in the fall, late in the afternoon; she is very excited.  I abandon the dinner I had begun to prepare and invite her to accompany me to her favorite restaurant.  We celebrate that Little Girl has become my Little Woman.  We eat and she asks to telephone her aunt so that she can tell her the news.  Little Man answers the phone and although he isn’t exactly thrilled with her announcement, he congratulates her, but tells her not to tell the boys at school.  





Dating





Boyfriend from school calls Little Woman each day; each time he calls, I hand her the phone, she listens, rarely says a word and then hangs up.  Developmentally, Boyfriend is very much like her, except that he is a social being.  Little Woman only occasionally allows others into her space, her world.  Boyfriend invites her to a school dance; they stand on opposite ends of the gym.  Boyfriend calls the next day, Little Woman listens and hangs up the phone.  Boyfriend calls again and tells me he would like to take Little Woman out to lunch at McDonalds next week.  I ask Little Woman if she is interested, she glances up and smiles.  We agree upon a time and day; Boyfriend tells me his mom said it is ok if he rides his bike to McDonalds and asks if I will drive Little Woman there.  I wait out front of McDonalds with Little Woman; Boyfriend arrives, takes her hand and promises to call when their date ends.  I watch as they head inside, no words spoken, she glances up at him momentarily and smiles. 





This romance doesn’t last long: Boyfriend likes to talk, Little Woman does not reciprocate.  Regardless, I realize it is time for Little Woman to know exactly how a woman gets pregnant.  I combine pictures with words, and explain the act of sexual intercourse; her sexually active turtles provide a live show.  I want to be sure there are no misconceptions.  Grandpa and Little Man tell her all men are liars, confess that men (and in particular young men) will say anything in order to have access to the “glorious vagina.”  They warn her not to believe a guy if he says, “You can’t get pregnant the first time; if you jump up and down afterwards the sperm will all fall out.” 





I tell her that sex can be a wonderful part of a loving and caring relationship.  I explain that there are many ways to prevent an unwanted pregnancy and that we can talk to her doctor about different contraceptives should she ever decide to become sexually active.  This is too much information, too abstract, so I tell her that if she has a baby, she will have to share her toys with him or her.  The latter is enough to convince Little Woman that she doesn’t want to have a baby.  Little Man whispers a promise to castrate anyone that messes with Little Woman.  I tell him that in spite of her physical and learning differences, I hope that Little Woman has an opportunity to know a gentle, loving relationship, that she will find a soul mate. 





Woman Child





She no longer has much in common with the circle of neighborhood friends.  After high school, they move on with their lives, college, dating, and their own family.  Little Man stands well over six feet tall and although he has a career and a loving relationship, he still pops by a couple of times each week to visit Woman Child.  At work, the women talk about their spouses, boyfriends, children; Woman Child sits with them listens, smiles and occasionally comments.   





Yesterday Little Man became a father.  We arrive at the hospital and he introduces us to his son.  Woman Child briefly glances at the baby and graces him with a quick smile.  Overwhelmed with the activity and unfamiliar visitors she stands and then sits in the corner of the room.  Little Man greets different visitors, but then carries his son to her, kneels down and asks if she would like to hold his son.  Woman Child says no.  Little Man says, “Don’t worry, you can’t hurt him, I’ll show you how to hold him.”  


He places his child upon her lap and demonstrates how to steady his head.  She comments that he is heavy, but nevertheless leans forward and whispers,  “I love you, Baby.”   





As we leave the room, she grabs my hand and says, "I need a hug."  I hug Woman Child and tell her I love her.  She holds my hand as we walk down the hallway to the elevator; she proclaims that babies are heavy and noisy and you have to share your toys with them.  As we ride the elevator to the lobby, she asks if she has to share her toys with that baby.  I tell her it will be a while before he starts to play with toys, but maybe she could sort through her toys and see if she has any toys that she would like to share when the baby comes to visit.  At home she walks to her room and begins to sort through her collection of dolls, planes, dinosaurs and stuffed animals and identifies the items she will share.  I kiss her forehead and tell her that I am so proud of her and that I love her.  She glances up and flashes a quick smile.  I excuse myself and head into the shower; the water flows across my face and washes my tears.  I wonder if Woman Child will have an opportunity to know a gentle, loving relationship with a partner of her choosing. I take a deep breath, turn off the shower and dry my face.





